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Faculty member Peter Fletcher opened the meeting _ _
Masterstrokes is published

by reminding everyone of the aim of the PD
Masterclasses, which is to help develop specialist
expertise in Parkinson’s disease through informed
opinion. While current NICE guidelines are vague in
their description of a specialist, Peter advocated the
pragmatic approach of the patient societies, which view
a specialist as “someone who spends a substantial
amount of the working week managing people with
Parkinson’s and who furthers their education by
spending time with other specialists interested in
the management of Parkinson’s”. He noted with
pleasure that although the PD Academy is mainly
attended by geriatricians, there is an increasing
number of professionals from other associated fields
such as old age psychiatry, physiotherapy and
occupational therapy attending.

Attending the PD Masterclass is an ideal way to
develop expertise and to gain advice on building
effective services.

Sue Thomas
Head of Neurological Commissioning Support
PD Masterclass Faculty

quarterly for graduates,
faculty and mentors of the
Parkinson’s Disease
Academy, British Geriatrics

Society Movement
Disorders Section.
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unrestricted educational grant from Boehringer
Ingelheim Ltd.
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Surgical Update: Dr Alan Whone

In his presentation Dr Alan Whone (Bristol) provided a
comprehensive overview about functional
neurosurgery in PD. He discussed that the role of
functional neurosurgery in the treatment of PD has long
been considered (since the 1890’s!), but its use sharply
declined with the introduction of levodopa. It was not until
the pioneering work of Prof. Benabid in Grenoble in the
1980’s, who introduced high frequency, deep brain
stimulation (DBS) that functional neurosurgery was again
considered as a viable option for PD. Today, the main
target for PD is the subthalmic nucleus, and the main
target for tremor is the thalamus.

Deep brain stimulation

Dr Whone spent some time reviewing the
role of DBS in the armamentarium of PD
therapy. He reviewed the significant,
often life-changing benefits that patients
can experience, but highlighted that
these benefits are only achieved in the
‘right patients’. In the UK, there is a need
for a better understanding of who to refer, when to refer,
what benefits may be achieved and an appreciation of the

potential pitfalls.

v Significantly functionally impairing medication unresponsive tremor

v Significantly functionally impairing on-off fluctuations, prolonged OFF times, OFF freezing or OFF falling

v Significantly functionally impairing L-dopa induced dyskinesias despite optimum medical therapy

tremor, akinesia or rigidity symptom control

Patients who cannot tolerate the doses of Parkinsonian medication required to sufficiently maintain adequate

The symptoms most amenable to surgery are tremor,
bradykinesia and ON dyskinesia. Dr Whone pointed out
that it is important to be aware that there is not much
improvement over levodopa in the ON state, but that the
major reason to consider surgery is the increased amount
of ON time without dyskinesia. Patients with predominantly
non-motor symptoms tend not to do as well as those with
predominantly motor symptoms.

In order to be considered for DBS, the first step is making
absolutely sure of the diagnosis. Patients must meet the
UK PDS Brain Bank diagnostic criteria, have at least a 5-
year history of the disease and, most importantly, show a
sustained levodopa effect. Age is not an absolute barrier;
suitability is more related to patient fitness to undergo
surgery, but studies have shown less benefit in patients
over the age of 75. Dr Whone stressed that, while DBS is
not a first-line therapy, it is important not to wait too long
as key exclusion criteria include a significant cognitive
deficit, postural instability, falls, ON gait disorder, presence
of mood disorders and dopamine dysregulation syndrome
(DBS can exacerbate compulsivity). In addition, it is vital
that the patient has realistic expectations of the surgery.

The most common complications and limitations of DBS
include: a haemorrhage rate of 0.5-4%; cognitive/mood
deficits due to surgery; dysarthria; pyramidal
symptoms/ataxia; failure to treat axial symptoms; hardware
failure and infection. Greater experience with the
technique and continual improvements in the technology
have led to greater success. For example, Dr Whone
noted that the haemorrhage rate is higher in those sites
that use microelectrode targeting techniques compared to
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those which use magnetic resonance imaging. It is also
now possible to have a rechargeable battery installed and
improvements in the patient programmer make it easier to
switch between settings according to the patient’s
requirements.

In terms of funding, Dr Whone acknowledged that there is
a clear postcode lottery in the UK. However, he reminded
the audience that DBS surgery is recognised by NICE as
clinically effective for the treatment of selected patients
with PD, essential tremor and dystonia. Furthermore, NICE
has issued Interventional Procedure Guidance (notes 19
and 188) that approves DBS as safe and effective for PD,
essential tremor and dystonia.

Moving onto the controversial topic of neurorestoration, Dr
Whone reviewed the data from foetal graft studies
conducted in Sweden and the USA that did not show a
consistent benefit but did show a significant side-effect
profile in terms of dyskinesia. Interestingly, recent studies
have shown the development of Lewy body pathology in
the foetal grafts suggesting host-to-graft disease
propagation. This has led to the suggestion that
Parkinson’s disease could be a prion disease. GDNF (Glial
Derived Neurotrophic Factor) therapy was developed to
improve integration of neurones, but trials have reported
no significant improvement in function over levodopa.
Looking to the future, stem cell methods appear promising
but are likely to play more of a modulatory role rather than
a cure. Dr Whone discussed that surgical techniques are
not ideal for neuroprotection as they can only provide very
targeted treatment while PD is a neurodegenerative
process affecting many brain systems.
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Risk Management in Parkinson’s Disease: Dr Doug MacMahon

Dr MacMahon started his
presentation off with the
statement that
“Parkinson’s is a risky
business however you
look at it”.

The lifetime risk of developing the
disease is of the order of 1:50.
However, having a first-degree
relative with the diagnosis
increases the risk, and recent
genome-wide association studies
have shown genetically based
risks even for so-called ‘sporadic
PD’ (strong association signals
were found in the genes coding for
apha-synuclein and for Tau).

Risks at diagnosis

The risks at diagnosis are
numerous; classic motor
symptoms can be missed leading
to diagnostic delay; the means by
which it is communicated to the
patient can be disastrously badly
handled; and misdiagnosis rates
are relatively high — possibly
leading to an overdiagnosis of PD
through underdiagnosis of
essential tremor and parkinson-
plus syndromes. Diagnostic risks
can be minimised by seeing a
specialist early-on, but even
specialists get it wrong around 5%
of the time. To manage the risk of
misdiagnosis, the clinical diagnosis

of PD should be kept
under regular review and
re-considered if atypical
clinical features develop.
NICE considered that
people diagnosed with
PD should be seen at regular
intervals of 6 to 12 months to
review their diagnosis. Specialists
also increasingly need to be aware
when patients present with minimal
motor signs but strong non-motor
associations. For example, recent
studies have shown that idiopathic
hyposmia in first-degree relatives
of PD patients is associated with
an increased risk of developing
clinical PD of 12.5% over a five-

year period.

Reducing the risks of misdiagnosis: Red flags against a diagnosis of PD

v Early bulbar or gait disorder

v Early autonomic failure, cerebellar, eye signs

v Rapid cognitive decline, hallucinations

v Lack of therapeutic response

Risks of treatment

A number of studies, including the
recent ADAGIO study with
rasagiline, have indicated that
earlier treatment may provide
benefits in terms of the rate of
clinical progression that cannot be
attained with later treatment.
Whilst much time, resources, and
effort has gone into risk reduction
for motor complications, studies
such as the STRIDE-PD study with
levodopa show that more work
needs to be done to understand
how better to give levodopa so as
to avoid the risks of motor
complications. Also, as people with
PD survive longer, the risks of
cognitive decline and dementia
increase and there has been little
or no work to improve the

management of this risk.

Many patients poorly understand
the meaning of the concept of
risk/benefit. For example, it is now
incumbent on all physicians
prescribing dopamine agonists to
explain the benefits of treatment
weighed against the risks of
developing impulse control
disorders and somnolence which
can have disastrous
consequences.

From the clinician’s perspective,
poor understanding of risk
management may also lead to
under-utilisation of a valuable
treatment. For example, the data
for the COMT inhibitor tolcapone
show that it is effective in
managing motor fluctuations, but
the need to perform regular liver
function tests has perhaps ‘scared
away’ some physicians from using
it appropriately. Similarly, while it is
right that physicians and patients

should be warned against possible
interactions between
antidepressants and rasagiline,
this has to weighed against the
data which show that such
interactions are very rare. Finally,
surgery is a risky business, but
surgical teams have developed
clear protocols to try and minimise
these risks.

Management of these risks is part
of the daily bread and butter of the
PD specialist and the risks are
minimized through regular
observation, follow-up and
questioning. In summary, all
clinicians would be well advised to
consider not only their own attitude
to risk, but also how they can
minimise that risk, and better
explain to patients and carers the
implications of the disease, and
the many issues it raises.
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Agonists - a good bet? Impulses and their control: Dr Graeme Macphee

A hot topic in PD is the
association of dopaminergic
therapy with impulse control
disorders (ICDs) and Dr Graeme
Macphee gave a presentation
covering the large amount of
work recently conducted in this
area.

Dopamine agonists (DAs) have
emerged as increasingly valuable
therapeutic options for de novo or
adjuvant treatment for Parkinson’s
disease (PD). Although DAs may
be less effective and more likely to
cause neuropsychiatric adverse
effects than levodopa, many
patients are happy to accept such
treatment to avoid or delay
distressing motor complications
associated with levodopa.
Recently, however, much attention
has been drawn to a complex

behavioural addictions, associated
with aberrant or excess stimulation
of dopaminergic reward pathways
particularly in the ventral striatum.
Such behaviours are associated
with loss of control, as well as a
compulsive component, with
adverse psychological, social or
financial consequences. The
earliest signs are the emergence
of atypical behaviours that the
patients often try to hide. Notably,
there is often a lack of pleasure
associated with the behaviours,
the patient ‘needing’ rather than
‘liking’ the feelings associated with
the activities.

Risk factors for ICDs

Dr Macphee discussed that while
the aetiology is complex, it is likely
to be associated with amplification

functions of the limbic
and executive neural
systems. Dysregulation
of the tonic phasic model
of dopamine
neurotransmission with
perturbation of reward
and punishment learning is now
strongly implicated in impulse
control disorders. Although
patients on higher doses of DAs
may be more at risk, such ICDs
have also been reported in non-PD
patients receiving DAs for restless
leg syndrome.

Management

Dr Macphee stressed that the
optimal management of ICDs
involves warning patients and
carers about the potential for
agonist drugs to trigger ICD, and
to enquire regularly from patients

Impulse control disorder in PD

v Associated with dopaminergic treatment

v Behaviours atypical for individual - ‘ego dystonic’ - yet often covert

v ‘Wanting’ more than ‘liking’ behaviours

v Significant and persistent distress in patient and carers

group of impulse control disorders
(ICD), such as pathological
gambling, hyper-sexuality and
compulsive eating or shopping
occurring in patients with PD.
Although they have only been
recognised relatively recently,
ICDs are not uncommon. A recent
large observational study
conducted in the United States and
Canada found that 13.6% of
patients with PD had at least one
ICD, and 36% of these had more
than one disorder. Similarly, a
Scottish study reported an 8%
prevalence of pathological
gambling in patients receiving
dopamine agonists. ICDs are
often associated with dopamine
agonists, but patients receiving
both levodopa and a dopamine
agonist appear to be at highest
risk.

Dr Macphee suggested that ICDs
can be viewed as a continuum of

of pre-existent social, cultural,
biological and genetic risk factors.
Young male patients with a past
history of addictive behaviour and
mood disturbance appear to be
particularly at risk. Repetitive
perseverative purposeless
behaviours, such as ‘punding’ may
be related, but these are more
closely linked to pulsatile drugs
such as levodopa, or intermittent
apomorphine therapy than agonist
therapy. A further association is
with dopamine dysregulation
syndrome (DDS), where patients
use escalating doses of levodopa
in a compulsive fashion, despite
apparent adequate motor control
and shows many similarities to
other substance addictions.

Pathophysiology

Recent neuropsychological models
suggest that cognitive impulsivity
may exist as an imbalance
between the “hot and cool”

and carers for such behaviour. He
mentioned that new SIGN
guidelines on the diagnosis and
pharmacological management of
PD (SIGN 113) include a section
on ICDs. Assessment should
include an evaluation of the
significance and severity of the
behaviour since some patients are
unable or reluctant to make
adjustments to their treatment
because of loss of motor control or
withdrawal symptoms. Adjuvant
psychopharmacology, including
atypical neuroleptics, anti-
convulsants and mood stabilisers
may be helpful in some patients
and psychosocial treatments may
be tried pragmatically. Dr Macphee
concluded his presentation by
stressing that while the majority of
patients treated with dopamine
agonists will not manifest ICD,
ongoing monitoring and vigilance
is mandatory in clinical practice.
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Please Mind the Gap: The All Party Parliamentary Group for Parkinson’s disease
Baroness Gale, Steve Ford, Lucie Keeber and Peter Fletcher

The All Party Parliamentary Introducing the APPG, Baroness whole of England, Wales and
Group for Parkinson’s disease Gale described how the inquiry Northern Ireland in service access,
(APPG) published a report in lasted over a year and included including: significant shortfalls in
July 2009, which looked into over 360 people with Parkinson’s, access to nurse specialists, poor
access to health and social care their carers, individual health and access to therapy services, limited
services for people affected by social care professionals and access to respite care, and a
Parkinson’s. The Advanced organisations who all helped postcode lottery for deep brain
Masterclass was very pleased to shape the report by submitting stimulation. Other problems

host an open discussion about the written evidence. The inquiry was included: poor information
findings of the inquiry and was carried out in response to growing provision and signposting, a poor
delighted to have the chair of the concerns about variations in understanding of Parkinson’s
group — Baroness Gale, Lucie access to the comprehensive disease amongst some of the
Keeber (Neurological services and expert multi- professionals involved, a
Commissioning Support), Steve disciplinary care needed by people significant lack of integrated

Ford (Parkinson’s UK) and Peter with this complex condition. working, and concerns about
Fletcher (Consultant Geriatrician) access to appropriate services for
available to answer questions from Key problems identified people living in care homes and
the audience about its findings. The Inquiry found evidence of for minority ethnic groups.

significant inequalities across the

The following key barriers to the delivery of consistent, high quality services were also identified:

1 Little impetus behind implementation of the NICE guideline and other relevant quality frameworks

2 Lack of leadership for neurological services at national and local level

3 Policy making without due consideration of the impact on long term degenerative conditions such as PD

4 An absence of integrated service planning and commissioning

5 A lack of awareness of the cost effectiveness of elements of care for people with PD among service planners and
commissioners

Key recommendations The Inquiry strongly urged the relevant Governments in England, Wales and
Northern Ireland and other bodies to take action.

Key recommendations were to:

1 Improve leadership for PD and other neurological services at local and national level

2 Ensure drivers are in place to support implementation of national guidance for neurological conditions and
strengthen service monitoring

3 Support better commissioning and planning of services for people with PD through the provision of evidence and
guidance

4 Strengthen workforce planning so that sufficient skilled professionals are available to deliver high quality PD care

Questions from the audience effectively run a service. It was the strengths and weaknesses of

The first question posed to the commented that PCTs want to the current services and have a

group was ‘The inquiry found that commission a service, not fund a process for improving care in

there is a lack of leadership, what gaﬁ::ﬁn'al‘izgs;?z fn;ﬁizgs place.

does leadership mean in practice?’ u 9

All agreed that leadership means professionals who have gone The panel was also requested to
through the process of identifying respond to the common criticism

building a team that is able to
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from hospital managers that NICE
and NSF guidelines are great for
an ideal world. Lucie Keeber
commented that although the NSF
isn't mandated, tools such as the
‘Year of Care’ are available to
help. The Year of Care for
Parkinson’s disease will be

launched this year and is a web-
based model that includes all
treatments, services and their
costs. The model has been built
based on information from
patients, caregivers and healthcare
professionals and has been
designed to personalise care for

each patient. Steve Ford added
that it is often also useful to recruit
patients to meet commissioners
and tell their story. Indeed having
a ‘clinical reference group’ has
been found to be a powerful tool in
getting the support required for an
effective service.

For a copy of the report ‘Please mind the gap - Parkinson’s disease services today’ go to .
www.parkinsons.org.uk/PDF/APPG_Report_Please_Mind_the Gap.pdf

SIGN and NICE - Compare and Contrast: Dr David Stewart

Now that the new Scottish
Intercollegiate Guideline
Network (SIGN) guidance
has been released, Dr David
Stewart (Glasgow) was
tasked with comparing and
contrasting the SIGN 2010
guidance with the National
Institute for Clinical
Excellence (NICE) guidance
that was published in 2006,
and how they relate to
clinical practice.

Dr Stewart began by reminding the
audience that the NICE guideline
for PD was published in June 2006
and covers a wide spectrum of
clinical management including
diagnosis, pharmacological and
non-pharmacological therapies
and palliative care. Of particular
interest to NICE was the focus on
service delivery and the emphasis
on multi-disciplinary care. By
contrast, the remit of the SIGN
guideline was narrower than that
of NICE and was restricted to
diagnosis and pharmacological
management. However, in order to
reflect the wider concerns of

patients and carers, the guideline
contains a ‘narrative review’ of the
qualitative literature concerned
with issues such as
communication, family/carer needs
and multidisciplinary team working.

Dr Stewart discussed that whereas
the NICE process includes expert
opinion, the SIGN guideline
process uses specific methodology
to grade levels of evidence and is
more evidence focussed.
Nevertheless, much of the SIGN
guideline is completely consistent
with the previous guidance issued
by NICE, for example emphasising
the need for specialist
management of PD. In diagnosis,
whilst agreeing with NICE that this
relies on the identification of a
specific set of clinical features
such as those outlined in the UK
Brain Bank Criteria, the SIGN
guidance emphasises the need to
avoid over-rigid application of
these criteria, particularly in early
disease. Furthermore, SIGN
endorses NICE’s ‘permissive’
approach to pharmacological
management, recognising that a
variety of different agents ‘may’ be

used to manage the
different stages of the
disease. Identification
of non-motor problems
(including neuro-
psychiatric
complications) is also
covered and guidance
is similar to that in the
NICE guideline.

What is new in the SIGN
guidance?

In addition to updating the
evidence base since NICE was
published in a number of area, the
guideline contains studies of new
therapeutic options for Parkinson’s
disease (including levodopa based
infusion). New data is included on
the timing of initial treatment.
There is also new information on
the complication of impluse control
disorders (such as pathological
gambling), depression, dementia
and psychosis including
recommendations on screening
and management. A section on
Genetics in Parkinson’s disease
explores the role of such testing in
routine practice (not
recommended).

Scottish Intercollegiate Guidelines [SIGN]
This guideline provides recommendations
based on current evidence for best practice
in the diagnosis and pharmacological
management of Parkinsons Disease.

National Institute for Health & Clinical Excellence [NICE]

The NICE clinical guideline on Parkinson’s disease covers:

The diagnosis of Parkinson’s disease and checking the diagnosis regularly
The way people with Parkinson’s disease should receive information

The medicines that can be used

Other ways of helping with symptoms

How to care for people whose mental health is affected

The care people with Parkinson’s disease should receive at the end of their life

Guideline No. 113, ISBN 978 1 905813 54 4
January 2010
www.sign.ac.uk

Clinical Guideline CG35 June 2006
www.hice.org.uk <http://www.nice.org.uk/>

Page
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Diagnosis of Parkinson’s disease

Clinical decision to start drug treatment

made in collaboration with patient S22l LSS Gl e

Factors determining initial choice include
relative drug efficacy, adverse effects,
comorbidity, and patient preference

Levodopa (with dopa-decarboxylase
inhibitor)

Dopamine agonist (non-ergot) Monoamine oxidase B inhibitor

Advancing disease with motor complications (these drugs are often used in combination)

Drug choice depends on clinical
experience, comorbidity and patient
preference. There are no robust clinical

“triggers” for adjunctive therapy

Monoamine oxidase B Apomorphine (intermittent

inhibitor (enhances Dopamlne agonist .(Ionger subcutaneous injection,
L L half life and duration of - « gor 1
extrinsic and instrinsic . . which reduces “off” time
L action than levodopa: .
dopamine in the central but has short duration of
smoothes motor response) .
nervous system) action)

Catechol-O-methyl
transferase inhibitor
(prolongs duration of

benefit from levodopa)

Stop press... Stop press... Stop press
@ - a date for your diary -
The BGS 2010 Autumn Conference in Brighton

Thursday 4th November 2010 between 9.30 am - 12.30 pm

The Parkinson’s Disease Academy of the BGS Movement Disorders Section
- presents -
The Pd Academy’s first Mini-Masterclass

for Generalists, for non-PD specialists and for those who may be just starting to develop an interest in Parkinson’s disease

More details from Katie.Grifffiths@redpublish.co.uk
Do join us!

The Pd Academy acknowledges with grateful thanks the support of GlaxoSmithKline
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Palliative Care in Parkinson’s disease & Related Disorders: Dr Peter Fletcher

Dr Peter Fletcher began his
presentation by reminding the
audience that in the absence of
a cure, the treatment of PD is
symptomatic and arguably
palliative at all stages.
Nevertheless, towards the end of
life there is a clear palliative phase
within PD management that lies
beyond the difficult and, with
increasing longevity, more
frequently experienced complex
phase. However, the recent debate
over the Liverpool Care Pathway

serves to illustrate that the
challenges are not so much over
the provision and delivery of
palliative care, but rather knowing
when the time for end of life
palliative care has arrived.

How PD disorders progress is very
heterogeneous and patient
specific. However, with the NICE
guidelines indicating that patients
should be followed regularly, Dr
Fletcher argued that experienced
clinicians should be able to place
points on a mental graph of

deterioration. An understanding of
which clinical ‘milestones’ a patient
has reached (and when they
reached them) will help the
clinician understand the rate of
individual clinical progression. The
complex phase in particular
heralds a steepening of that
deterioration and clinicians should
be able to make an educated
guess as to when the patient
nears the end of their life and
when the time for more intensive

support has arrived.

“Palliative Care is almost inevitable for people with PD. It is vital to plan the disease

trajectory for each patient, so that end-of-life issues can be raised and discussed at

the right time”

The importance of the
multidisciplinary team

Dr Fletcher argued that there is
never a more important time to
engage the multidisciplinary team.
In addition to the core motor
symptoms, the typical advanced
patient with PD will suffer from a
multitude of non-motor symptoms,
particularly anxiety, dementia and
depression and autonomic
dysfunction — often with
considerable impact on caregivers
and family. The risk of falls and
associated fractures can start
early, but the average time to first
fracture is 9 years from diagnosis
and is the number one cause for
admission of people with PD to
A&E.

More broadly, death is inevitable
and therefore the importance of
discussing living wills, allowing
natural death, the use of artificial
feeding and other end of life
issues is urgent and should not be
delayed. In particular the priorities
for place of care should be
discussed as well as how the
Liverpool pathway for the dying

should be implemented.

Who should deliver palliative
care?

Few would disagree that if it is the
patient’'s wish — and it usually is —
that s/he should die at home then
the primary care team is critical to
delivering that care. However

Stop press, Stop press, Stop press

although the specialist palliative
care team may have never met the
patient before, they can bring
enormous knowledge and skill to
the care plan.

Factors to consider in end-of-life
care include the social
infrastructure, physical symptoms
(pain, gastrointestinal problems),
psychological issues (anxiety) and
existential factors — a priest can
often be a key member of the
team.

When discussing end-of-life issues
with the patient, they will often ask
questions such as ‘Where will |
die? How will | die?, Who should |
tell and how should | tell them?’

The Faculty are pleased to announce the First Parkinson’s disease Masterclass for

Parkinson’s disease nurse specialists will be held in 2011.

This course is designed for experienced PDNS’s who aspire to extend their PD

management sKills. It will also be suitable for nurses who are wishing to develop
nurse consultant posts in the future.

More details from
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Advanced Motor Complications in PD:
When the Tablets Stop Working, Don’t Panic! Dr Paul Worth

Dr Paul Worth (Norfolk) closed
the day’s presentations by giving
an overview of the science
behind motor complications and
the therapeutic strategies
available to manage the more
difficult problems of advanced
disease.

What causes the development of
motor complications?

Levodopa-induced motor
complications in people with

advanced PD are common and
can pose a significant
management challenge and Dr
Worth outlined the evidence that
supports the theory that the
effectiveness of oral levodopa in
complex PD is limited by its short
half-life, and the resulting pulsatile
dopaminergic stimulation leading
to complex motor fluctuations and
dyskinesia. Delayed gastric
emptying may result in gastric
sequestration of oral medication,
contributing to unpredictable

absorption and
ultimately fluctuating
plasma drug levels
with pulsatile
stimulation of striatal
dopamine

receptors. However,
the initial management
of these self-same motor
complications is also dependent
on reliable drug absorption, and
poor bioavailability is thought to
underlie the eventual failure of
these oral therapies.

Page
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Management of advanced motor
complications

Several treatments provide more
continuous/less pulsatile
dopaminergic stimulation by
modifying the pharmacokinetics of
levodopa or dopamine; however,
patients with advanced disease
can be refractory to these
treatments and may require more
invasive interventions. However,
Dr Worth highlighted that
tolcapone can be a useful agent
before consideration of other more
invasive therapies. He suggested
that it is probably underused as a
result of concerns over
hepatotoxicity, which led to the

temporary withdrawal of the drug
in the UK in the late 1990s.
Tolcapone can now be prescribed
in the UK once again albeit with a
strict monitoring regimen.

In patients with severe motor
fluctuations and dyskinesias
refractory to all oral therapies, the
therapeutic options available are
either dopaminergic infusion
therapies or deep brain
stimulation. Infusion therapies,
including apomorphine
subcutaneous infusion and
intrajejunal levodopa infusion
(Duodopa®), effectively bypass the
need for drug absorption from the

Gl tract, thereby providing a more
constant striatal dopaminergic
stimulation. Dr Worth stressed that
the choice of therapy depends on
a number of factors including cost,
availability, patient characteristics
and preference, and
contraindications to each of the
specific therapies.

Apomorphine

Apomorphine is a potent dopamine
receptor agonist that is
administered subcutaneously
either by means of a injector pen
for infrequent unpredictable motor
fluctuations and off periods, or by
continuous subcutaneous infusion
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by means of a dedicated pump for
those with more severe and
frequent motor fluctuations and
dyskinesias. Dr Worth highlighted
that both these modes of
administration can be very useful
in selected patients although there
is very little high quality published
evidence for efficacy.
Complications include nausea,
injection site nodule formation,
haemolytic anaemia and
psychosis. Patients usually need
a carer or nurse to help them set
up the infusion therapy in the
morning, which may limit the
suitability of this therapy. NICE
guidance states that both
apomorphine and surgery may be
used in appropriate cases;
however, the cost of apomorphine

infusion can be as high as £10,000

per annum.

Levodopa infusion

The idea of infusing anti-
parkinsonian medication
intravenously or into the
duodenum/jejunum for patients

Dates for your Diary

with advanced PD is not new and
was first performed in the 1970s
and continued experimentally into
the 1980s and 1990s. However,
the low solubility of levodopa
necessitated large volumes of fluid
to be used and hence the
procedure was not developed
commercially until the
development of the Duodopa®
delivery system
(levodopa/carbidopa in the form of
a gel). Duodopa® has recently
been introduced to the UK and has
been used in approximately 100
patients to date with 1200 overall
in Europe. Reviewing the specific
evidence for Duodopa, Dr Worth
noted that it can sometimes be
hard to persuade funding
committees to allow patients to
access Duodopa as there is
relatively little evidence in the
literature. Although the main
randomized crossover study -
DIREQT - showed significant
benefits (more functional ON time,
reduced UPDRS total scores,
quality of life improvements)

compared to conventional therapy,
it used a different delivery system
(via a temporary naso-jejunal
tube), was not placebo controlled
and was only tested in a small
number of patients. Importantly,
the limited long-term data available
indicate that the benefits are
sustained, with little evidence for
development of tolerance. Safety
issues identified to date include
peri-operative infection, tube
blockage or accidental
displacement.

Dr Worth closed his presentation
by reminding the audience that
since there are no comparative
randomized trials on the efficacy,
cost-effectiveness, adverse event
profile and long-term outcomes of
the therapies for advanced PD, the
choice of therapy is made
somewhat arbitrarily by the
treating clinician, and should be
tailored to the needs of the
individual.

13th-17th June 2010 Movemt_ant Disorder Society 14th Bueno§ Aires, | More from _

International Congress Argentina www.movementdisorders.org
28th June - 2nd July PD Academy Specialist Registrar Mithian, Katie.Grifffiths@redpublish.co.uk
2010 Masterclass Cornwall
3rd - 5th November 0D CEIRINES SEEEY A . www.bgs.org.uk/Notices/bgsconf

Conference Brighton
2010 autumn.htm

British Geriatrics Society Autumn
i NeremeEr 20 Conference Brighton Katie.Grifffiths@redpublish.co.uk
9.10 am - 12.30 pm .

PD Academy Power Sessions
24th - 26th November | PD Academy Second Module PD Bath Katie.Grifffiths@redpublish.co.uk
2010 Masterclass
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PD Audit 2010: Dr Dorothy Robertson

45 centres took part in the first The PD NICE Guideline published data analysis by

National PD Audit in 2009, in 2006 unfortunately predated the Parkinson’s UK. The

capturing data on 1,256 patients. current practice for NICE 2009 Audit had two parts

The Audit tool was devised by a Guidelines to be accompanied by - a Service Description
multi-professional steering group an Audit tool. The PD Audit project and a Patient Audit of

under the chairmanship of Steve aims to fill this vacuum by Standards relating to the first clinic
Ford, Chief Executive of providing tools to facilitate local PD visit of patients referred with the
Parkinson’s UK, and piloted by PD Audit and allow benchmarking query “is the diagnosis Parkinson’s
Academy Masterclass 10 and 12. against other services via central disease?”

The findings highlight some good areas of practice:

42 of the 45 centres can access a Parkinson’s Nurse Specialist

84% see their patients every 6-12 months for diagnosis review.

99% are able to advise patients with urgent problems within two weeks, either by telephone or face to face

Most clinicians can prescribe oral second line agents without restriction, according to individual patient need.
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79% have access to DaTSCANs

The audit also demonstrates inequalities in different geographical areas and poor compliance with some national standards,

especially in relation to information support at diagnosis, documentation of functional problems and referral to therapists.
Assessment of ADL function is important, as doctors tend to be the gatekeepers for therapy referral.

X One in five patients had no documented assessment of ADL function to trigger referral and less than half of participating
centres use a formal ADL assessment tool

X Although 43% of new Parkinson’s patients had a documented indication for physiotherapy, only 35% were referred.

X Only 56% of Parkinson’s patients had any documentation of speech and 43%, mention of swallow. Access to the Lee
Silverman voice treatment is limited (38%)

X One in five patients were not offered Parkinson’s nurse contact details despite the service being available.
X DVLA/car insurance was discussed in only 37% of drivers.
X Six centres achieved 100% compliance with the 6 week referral to clinic target but, in 8 centres, less than a third of the

patients were seen within this time frame.

X 13% of patients had been started on drug treatment by a GP or non-specialist consultant prior to their clinic appointment,
25% of these pre-treated patients had a change of diagnosis when seen in clinic.

X Access to neurosurgery, Apomorphine and Duodopa is often restricted, and shows a postcode lottery
So what next?? Contact Gerda on year, who may feel it is too soon to repeat the Service
pdaudit@parkinsons.or.uk or watch the BGSMDSLive and Audit, can sign up for just the patient audit.
Parkinson’s UK website to take part in the 2010 PD Audit
which features: The 2010 patient audit again looks at standards
® Anew look, user-friendly spreadsheet relating to the first clinic visit — but will be expanded for
® Easy to follow Audit Process flow chart 2011 to capture patients with established PD.
® Revised standards and Guidance, including

suggested minimum ADL assessment tool Not another audit! An understandable reaction, but the

Health Service Quality Agenda is expanding fast, with

The patient audit sample should be collected consecutively increasing influence on commissioning. Ignoring audit
over the summer — with data submission November / is not an option if PD is to avoid being bottom of the
December along with Service Audit data. Dates to be queue. The new focus of Clinical Excellence Awards on

confirmed, so watch the websites. Centres taking part last demonstrating quality might also concentrate the mind!
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Introducing Parkinson’s UK

On April 8th, the Parkinson’s Disease Society (PDS) changed its
name to Parkinson’s UK and launched its new identity with a
bold and compelling campaign. Steve Ford (Chief Executive
Parkinson’s UK) took the opportunity at the Advanced
Masterclass to describe the new initiative and the bold plans for
the charity over the next 5 years and beyond.

The new identity will be launched with a series of posters featuring
images of people suffering from the disease. Steve Ford said “The old
brand didn’t fully reflect what we do and the hope is that our new brand will show that our
members are at the heart of our work.” He added “The views of people affected by
Parkinson’s have helped us to clarify our vision for the future to find a cure and improve life
for everyone affected by the disease.”

The new name and brand has been developed because people, including GPs and health
professionals, did not know enough about Parkinson’s or what the charity did, even to the
point where GPs and health professionals are out of the loop alongside the general public.
A key aim for the charity is to raise £110m over the next five years to fund ambitious plans
to increase awareness, while also funding research to find a cure.

“The launch of Parkinson’s UK will allow the voice of people living with
Parkinson’s to be heard much more clearly and make sure that everyone
knows that because we are here, no one has to face Parkinson’s alone”

WE NEED
YOUR
SUPPORT







